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Exploring the impact of receiving a type 1 diabetes diagnosis during adolescence 
 
Abstract 
A diagnosis of type 1 diabetes mellitus often comes as a shock and can be difficult for the 
patient to accept. When arriving during the already challenging adolescent period, this can be 
particularly difficult. This article explores the impact of a diagnosis during this time and offers 
suggestions to improve the care provided to this unique group of patients. It considers the 
complex nature of the condition and the challenges of day to day management for young 
people. There is limited research which solely focuses on the timing of a type 1 diabetes 
diagnosis; therefore, these findings add an insight into the experience for those who are 
diagnosed during those critical adolescent years. This will allow nurses and other healthcare 
professionals to consider the factors which are important in terms of improving the care of this 
group of patients.  
 
Keywords: To be drawn from the Nursing Standard taxonomy by editorial team  
 
Diabetes explained 
Diabetes mellitus is a common, but incurable condition, in which the glucose level in the blood 
becomes too high, and if not diagnosed, or if left untreated can be fatal (National Health 
Service (NHS), 2017). There are several different types of diabetes. However, type 1 and type 
2 are the most common in general day to day healthcare. Although both types have similar 
symptoms, characteristics and potential consequences (see box 1), the management and origin 
of each differs.   
 
Type 1 diabetes  
Type 1 diabetes is usually diagnosed during childhood or adolescence, and the exact cause 
remains unknown (Juvenile Diabetes Research Foundation (JDRF), 2018a). What is known is 
that type 1 diabetes transpires as a result of an autoimmune response which affects insulin 
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production (Diabetes UK, 2015). Insulin is a hormone produced in the pancreas, that functions 
as a carrier allowing glucose to enter the cells to be used as an energy source (Diabetes UK, 
2020). When this does not happen, the glucose remains in the bloodstream (National Health 
Service (NHS), 2017). The consequence is that the blood glucose level becomes dangerously 
high (hyperglycaemia) and the body has no effective source of energy (Solomon, 2016). If left 
untreated, hyperglycaemia leads to a breakdown of fat and muscle stores for energy use, 
resulting in excessive weight loss, fatigue and diabetic ketoacidosis (DKA) (NHS, 2016).   
 
Type 2 diabetes 
Type 2 diabetes is usually linked to a high body mass index (BMI), unhealthy lifestyle or 
genetics, and it is more typically diagnosed in adulthood (NHS, 2017). However, Lascar et al 
(2017) note that type 2 diabetes is increasing in childhood and adolescence. This is concerning 
as Lascar et al suggest that young onset type 2 diabetes is more aggressive than later onset, 
with a high risk, and more premature development of diabetes associated complications (see 
box 1).  
 
Complexities of managing type 1 diabetes  
Type 1 diabetes is one of the most common chronic conditions affecting children and, although 
there is no cure, it can be managed to some extent through insulin therapy (NHS, 2016).  Insulin 
therapy however is very complex, and has some negative side-effects, the main one being 
hypoglycaemia (JDRF, 2018b).  Here the blood glucose levels in the body drop too low, causing 
confusion, drowsiness and leading to unconsciousness (NHS, 2016). However, maintaining 
optimum blood glucose levels is difficult and both hypoglycaemia and hyperglycaemia can have 
long and short-term consequences which can be fatal (See box 1).  
The overall management of diabetes is also complex and unpredictable, requiring frequent 
checking of blood glucose levels, regular insulin dosing decisions based on carbohydrate intake, 
treating high and low blood sugars and many health appointments (Naranjo & Hood, 2013).   
Hence, for a young person trying to deal with the normal pressures of adolescence, a type 1 
 3 
diabetes diagnosis may be considered an extra (unwanted) problem during the adolescence 
period (Palmer et al., 2009).   
 
Box 1: Diabetes complications 
Short term complications Long-term complications 
Hypoglycaemia symptoms 
(shakiness, confusion, drowsiness and 
unconsciousness) 
Retinopathy  
Hyperglycaemia symptoms 
(Increased thirst, headache, blurred vision, 
weight loss, difficulty concentrating, DKA) 
Cardiovascular disease 
Diabetic Ketoacidosis (DKA) Nephropathy (kidneys) 
Increased risk of long-term complications Neuropathy (nerves and feet) 
                                                                         (Diabetes UK, 2017a) 
Concept of adolescence   
In order to understand the impact of such a condition on adolescents, and how to provide 
appropriate care for them, it is important to understand adolescence as a developmental 
period. There have been several attempts at defining this, but each is dependent on the 
personal and cultural bias of the person defining it (Cieslik and Simpson, 2013).  
Lerner and Steinberg (2004) defined adolescence, very simply, as the second decade of life. 
Similarly, the United Nations Children’s Fund (UNICEF, 2011) suggested that the ages of 10–19 
years broadly encompass the adolescent stage. Alternatively, they also described adolescence 
in a more holistic way as not only an age of vulnerability but ‘an age of opportunity’ (UNICEF, 
2011, p.10). They further explain this as a pivotal time to build on the development from the 
first decade of life, learn to navigate risks and achieve optimum potential. The World Health 
Organisation (WHO, 2017) recognises adolescence as one of the most rapid stages of human 
development in which biological maturity precedes psychological maturity, and the changes 
that take place during this time have health consequences over the life course.  
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Initial response to diagnosis  
A diabetes mellitus diagnosis is a difficult one to accept and the way in which adolescents and 
their families or carers respond and adapt to it varies greatly (Juvenile Diabetes Research 
Foundation (JDRF), 2018b). Simms and Monaghan (2016) found that the level of trauma 
experienced was often determined by the clinical presentation of the adolescent at that time. 
Spencer et al. (2013) states that those families who are diagnosed early through their 
symptoms, in a non-critical condition, had a more positive experience, despite the shock, than 
those who were critically ill at diagnosis.  According to Kime (2013) however, delayed or missed 
diagnosis is frequent, with around 30% of children visiting their GP at least once prior to 
diagnosis, and 25% of children being diagnosed when they are already in DKA. Therefore, front 
line health care professionals, including nurses, should have a sound awareness of the 
symptoms of diabetes to ensure prompt diagnosis and reduce the level of trauma experienced.  
A young person may be at an appointment for something else, but this could be an ideal time 
to be vigilant in terms of the symptoms. 
Whittemore et al. (2012) highlighted in their systematic review, that a diagnosis of type 1 
diabetes contributes to significant disruption within any family. They explored the 
psychological experience of parents after their chid is diagnosed, and the links between 
parental distress and the health outcomes of children. For example, higher levels of parental 
anxiety, stress and depression was associated with higher child self-report of stress and 
depressive symptoms, more problematic child behaviour, lower child quality of life and poorer 
metabolic control.  Although many of the 34 studies in this review had small sample sizes, they 
did note that parental psychological distress had a negative effect on the diabetes 
management of children and young people. Whittemore et al. (2012) indicate that it would be 
useful to undertake psychological screening with parents at the time of the child’s diagnosis, 
periodically during the first year and then annually or during developmental transitions.  They 
also conclude a need for ongoing support and preventative family centred interventions.  
A review by Ashraff et al (2013) also highlights the impact of a type 1 diabetes diagnosis and 
proposes that acceptance and adaptation when this diagnosis comes during adolescence can 
be more difficult.  They suggest that the psychological aspects of diabetes are often overlooked 
in favour of the medical perspectives when planning care. They add that as adolescence is 
already a time when family communication can deteriorate (and family conflict is reported to 
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contribute to treatment adherence) the social aspects should always be considered. Ashraff et 
al’s (2013) review is less systematic than Whittemore et al. (2012), and they do not specify the 
number of articles reviewed, but it still provides an insight for nurses in terms of providing 
appropriate care.  
 
Diagnosis in the adolescent period  
Robinson (2015) is one of a few studies that attempted to gain an understanding of the 
experience of being diagnosed with type 1 diabetes during adolescence; many of the studies 
only consider the management of the condition during this critical period. The study considers 
the factors that influence how young people make sense of the condition over time. It states 
that chronic illness impacts significantly on sense of self. This can be ‘devastating’ for an 
adolescent coping with conflicting demands of adolescence and the restrictive nature of 
diabetes. However, the findings remain unclear as to why some adolescents adjust well to the 
diagnosis of diabetes, and others suffer significant emotional distress. The use of peer support 
may help to unravel this, and young people may be more comfortable speaking to others they 
perceive to be ‘like them’.  
Robinson’s (2015) study used an interpretative phenomenological analysis approach and 
adopted semi-structured face to face interviews.  These were conducted with 8 adults aged 
28-36 years who were diagnosed with type 1 diabetes in adolescence (aged between 11-
17years). It found that adolescents with type 1 diabetes (particularly those who are diagnosed 
in a critical condition) are essentially faced with their own mortality. They describe a loss of 
previous independence and feelings comparable to a grief response as they come to terms 
with the lifelong changes and potential future health consequences of their condition.  
Although a small sample size, and a reliance on accurate recall of memory, this study offers a 
unique insight into the impact of diagnosis during the adolescent period. The significance of 
this impact can be felt through young participants in one study (Ashraff et al. 2013) who 
referred to a type 1 diabetes diagnosis as a ‘life sentence’. The impact of this can lead to risky 
self-care behaviours of which the family and social context can contribute towards, in either 
prevention or triggering.  
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Frank (2002) describes being diagnosed with a critical illness as a ‘dangerous opportunity’ 
which offers the experience of being taken to ‘the threshold of life’. He adds that although 
illness does take away some part of life, it also provides an opportunity for an individual to 
choose how to live. Frank describes the obvious danger that accompanies a critical illness, 
continuing over that ‘threshold’ (leading to death). This is particularly concerning as 
adolescence is already a period of increased risky or undesirable behaviour, as the typical 
adolescent brain does not process things in the same way as the adult brain (Belsky, 2018). 
This is true of both sexes, however Belsky adds that in males this often extends further through 
the teens.   
 
Self-Identity  
Concerns around body image and self-esteem peak during adolescence, when young people 
become more aware of their flaws (Belsky, 2018). Several theoretical perspectives have been 
proposed in relation to the link between the body and self. There is evidence that body 
dissatisfaction increases during the adolescent period (Vilhjalmsson et al., 2012). Vilhjalmsson 
et al (2012) add that adolescents who perceive themselves to have negatively valued bodily 
characteristics, can consequently have negative perceptions of their own self-image. This links 
to Frank’s (2002) ideas of illness in relation to the body being ‘broken’. He states that the 
medical profession’s answer to this is to name a disease. Although this is useful in term of 
medicine and treatment, this has its limits.  Even though medicine allows the body to be ‘fixed’ 
or in this case at least allows it to function, the physical element is only part of what needs to 
be achieved for the person. In relation to receiving a chronic diagnosis, Frank (2002) suggests 
that people are entitled to mourn what they can no longer be, but highlights that this should 
not obscure their sense of what they can become. 
Commissariat et al (2016) conducted a qualitative study with 40 participants between the ages 
of 12 and 20 years.  They explored how adolescents incorporate type 1 diabetes into their self-
identity. They found that adolescence is already a very challenging time of life, and a time when 
young people are trying to establish autonomy and often challenge authority. They state that 
the conceptualisation of ‘self’ becomes relevant in the early adolescent years and self-concept 
is an important aspect of perceived identity in terms of self-esteem and social acceptance.  This 
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happens through our experiences and comparison with others. Identity then become the 
forefront during late adolescence, as adolescents’ attempt to define themselves and begin the 
transition to various roles. Within the study the whole sample endorsed the theme that 
diabetes was a ‘burden’, but there was some variation in how they described the condition; 
males described diabetes more as external, while females were more likely to incorporate 
diabetes in to their identity. They found that when diabetes is not viewed as a part of the self 
it is perceived more negatively and this can result in poor well-being.  
Consequently, for nurses looking after young people with diabetes, understanding how they 
identify with their condition can help develop understanding of why diabetes control and 
management can be difficult.  Although further research is required around the incorporation 
of diabetes into identity, Commissariat et al (2016) do make some suggestions. They highlight 
a need for suitable interventions to address the barriers that an adolescent must overcome to 
reach the outcome (incorporation). Some of those barriers include personal adjustment, 
disclosing emotional difficulties, and gaining support, and girls appear to be able to incorporate 
easier than boys, therefore consideration of gender is important. Healthcare professionals can 
assess for this as an ongoing process, through methods such as open questioning, listening and 
generally being aware of the risks.  
 
Body image and self-esteem  
The impact of such a diagnosis is more important, in many ways, than the physiology of it.  
Frank (2002) proposes that part of this is due to the fact that some illnesses (such as type 1 
diabetes) have no ‘recovery’. He adds that because some conditions lead to living very 
differently, accepting them and moving on is difficult, but made easier when it is a shared 
process. This reinforces Babler and Strickland’s (2015) concept in which they talk about the 
importance of adolescents and families ‘normalizing’ diabetes- integrating it into the 
background of everyday life.  Frank (2002) continues that medical professionals, although 
generally polite, often do not consider the experiences of change, frustration and fear.  Nurses 
should take time to listen to what young patients have to say. Their focus is often on the 
physical disease- the ‘broken’ part of the person. The body is spoken about in an objective way, 
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and this can lead to issues around body image and identity. Therefore all diabetes care 
packages should include some form of psychological support.  
How young people feel about their appearance is closely linked to their overall self-esteem and 
psychological well-being (Belsky, 2018). Therefore, the importance of psychological 
consideration in the care of young people with type 1 diabetes cannot be underestimated.   
This may go some way to understanding why nearly a third of adolescents with type diabetes 
who were screened as part of the National Paediatric Diabetes Audit (NPDA, 2019) required 
referral to Child and Adolescent Mental Health Services (CAMHS) or other psychology services. 
A diagnosis of a long-term condition, such as type 1 diabetes during adolescence could 
therefore lead to even worse issues around body image and self-esteem.  
Historically, the work of Erving Goffman (1963) was key in relation to the role of the body in 
the construction of the social person.  According to Goffman, the body formed the foundations 
of the theories around stigma and social self. He defined stigma as a ‘socially discrediting 
attribute’, the consequences of which can result in discrimination and isolation. Based on this 
perspective individuals with type 1 diabetes may be seen to deviate from the culturally 
accepted norm. Belsky (2018) agrees that social standing is critical as during the adolescent 
period and being different can lead to a feeling of rejection by peers. Therefore, having a 
professional understanding of how one identifies with their condition can help to understand 
why adolescence is such a difficult time for diabetes control and management.  
 
Adolescent health needs   
As discussed, daily life with Type 1 diabetes is complex. Add to this the requirement of 
attending regular diabetes clinic/hospital appointments, dietician appointments and the 
‘normal’ pressures of being an adolescent, and nurses, both specialist and general, can go some 
way to understanding complexities of living with this condition. Adolescents report frustration 
associated with the permanency of the disease, public misconceptions or misunderstandings 
about the condition and the concept of the condition being somewhat hidden (Diabetes UK, 
2017b).   
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Recent attempts by Brook et al (2015) to gain deeper understanding into the area, found 
adolescents have also reported frustration over the lack of reward for good control and the 
perception of having failed when things are not going well.  This can be a result of the complex 
and unpredictable nature of type 1 diabetes, and even if a young person is doing their best, 
blood glucose levels can still be out of the recommended range. This then links with feelings of 
being labelled or judged which becomes a barrier to partnership working (Zarb, 2014). As 
stated earlier, for a young person already dealing with the pressures of adolescence, a 
diagnosis of type one diabetes is a burden. Those diagnosed during adolescence may therefore 
adapt less well and have different needs than those diagnosed at a younger age (Corbett and 
Smith, 2019). Professionals should be aware of this when working with adolescents with type 
1 diabetes, and their families or carers, to provide the best individualised care and education. 
They need to consider the holistic impact of a diagnosis of diabetes; and avoid the focus being 
on the medical condition alone.  
Professional Responsibility  
Whether a general nurse or one who works more specifically in child and adolescent/ diabetes 
care, it is important to understand the challenges associated with adolescence and diabetes.  
Given that it is the most common chronic conditions in children and young people (NHS, 2016), 
it is highly likely that that they will be caring, at some point, for a young person with the 
condition- even if it is not the primary reason for the hospital admission or health contact. 
Nurses should have a basic understanding of adolescence as a developmental period. They 
respond differently to both younger children and adults, and this is key to any healthcare, not 
just diabetes care. This will allow care to be tailored appropriately to the individual’s needs.  
When caring for adolescents with additional health needs, it is also important to understand 
the wider aspects of transition, as developmental transition is just one of the many complex 
factors to be considered. In addition to the ‘normal’ transitions, it is acknowledged that 
adolescent’s with type 1 diabetes also experience condition related transitions. For example, 
coming to terms with and accepting the diagnosis and acceptance of a new norm (Rankin et 
al., 2014). This is closely followed by the prospect of transition to adult services, which has 
been described as ‘falling off a cliff in to the unknown’ (Nagra, 2016). In addition, Merrick et al 
(2015) state that adolescents face the biggest challenges in maintaining good glycaemic control 
during the transition from paediatric to adult services. They add that this period is directly 
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associated with deterioration in both physical and mental health, and less parental 
involvement. This is due to age-specific physical and psychosocial issues and Sonneveld et al 
(2012) therefore highlight the importance of service providers being able to cater for this and 
encourage shared care.  
 
Conclusion 
This article has highlighted that a diagnosis of type 1 diabetes during adolescence has a 
significant impact on the individual: especially in terms of the initial acceptance of the 
condition. There is limited research which solely focuses on the timing of a type 1 diabetes 
diagnosis therefore these findings add a useful insight into the experience for those diagnosed 
during those critical adolescent years. Adolescence is a unique phase of emotional 
development; a crucial time during which significant changes, both physical and neurological 
take place. Managing such a complex condition during the turbulence associated with puberty 
can be challenging. It requires tailored care which should include drip feeding of information 
to prevent overload, encouraging shared care, potential peer support and working flexibly with 
adolescents and their families. 
Acceptance and adaptation when the diagnosis comes during adolescence can be more 
difficult. The condition is complex to manage, has an impact on social interactions and 
interferes with daily life. Therefore, healthcare professionals need to understand the 
developmental requirements of the adolescent population. This means having the 
understanding that those who are diagnosed later in childhood/ adolescence may react and 
adapt differently to those diagnosed early in childhood.  This is particularly import when 
considering readiness for transition to adult services. The clinical process of diagnosing type 1 
diabetes also needs to be improved, as there is a clear benefit to early diagnosis in terms of 
reducing the level of trauma which is associated with a more critical diagnosis.  
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